This study compared respite users with stoppers and nonusers in the Health Resources and Services Administration-funded Alzheimer's disease demonstration grant in the State of Maryland. Of those accepted into the program, only 54% participated for at least 6 months. The primary reasons for stopping were the death or institutionalization of the relative, while those not using respite services felt they didn't really need them. Determinants of program use included the poorer cognitive status of the relative and less anxiety and greater burden among the caregivers. After 6 months, users reported fewer hours of informal assistance, less burden, and that the relative had fewer behavioral problems although cognitive status and activities of daily living (ADLs) had deteriorated.
Findings From a Statewide Program of Respite Care: A Comparison of Service Users, Stoppers, and Nonusers Carole Cox, DSW 1 Among the services within the continuum of longterm care, respite can play a pivotal role through the support it provides to informal caregivers. However, the effectiveness of its role remains compromised due to the frequent resistance of caregivers to actually utilize services. Studies of respite programs reveal that eligible persons are often reluctant to use respite care after applying and being accepted into the program (Gwyther, Ballard, & Hinman-Smith, 1990; Lawton, Brody, & Saperstein, 1991; Montgomery, 1988; Montgomery & Borgatta, 1989) .
At the same time, providing sufficient amounts of respite, matching workers with clients, training, and assuring service flexibility (Blume, Persily, Mirones, Swaby-Thorne, & Albury, 1990; Gwyther et al., 1990) are among the factors that can help to foster utilization. Factors identified as related to utilization of respite services include the caregiver being female and married to the participant, the older ages of the caregivers and the care recipients, and greater caregiver burden (Lawton, Brody, & Saperstein, 1991; Monahan, 1993) .
The primary goal of respite care is to offer relief to caregivers, not only to contribute to their wellbeing, but also to assist them in maintaining their relative in the community. Critics, however, have expressed concern over a reliance on user satisfaction as a measure of the service's effects, evoking doubt over the real impact of respite and its role in the repertoire of long-term care (Callahan, 1989) .
Findings from Duke University's respite care demonstration indicated that the benefits in caregiver well-being were modest although satisfaction was high (Gwyther et al., 1990) . Similarly, partici-'Address correspondence to Carole Cox, DSW, Associate Professor Graduate School of Social Service, Fordham University, 113 W. 60th Street, New York, NY 10023. pants in the Philadelphia demonstration reported high satisfaction with the service although it had no noticeable effect on their mental health (Lawton, Brody, & Saperstein, 1989) . In another project, users claimed to be satisfied although there were no no-, ticeable reductions in their levels of burden or stress (Burdz, Eaton, & Bond, 1988) .
More recent studies have been able to document the effects of respite services on caregivers. Caregivers in the Michigan model respite program experienced both increased morale and decreases in their subjective burden (Kosloski & Montgomery, 1993 ). Deimling's (1991 Deimling's ( /1992 evaluation of a respite program found that it reduced depression, health problems, and relationship strains among those caring for stable patients. In addition, findings from the Seattle respite study (Kosloski & Montgomery, 1995) revealed that the increased use of respite decreased the likelihood of nursing home placement.
In order to accurately determine the outcomes of respite programs, characteristics of the users and the factors contributing to their utilization must be considered. Indeed, assessments should consider the amount of respite care, the fact that caregivers tend to delay the use of the service until the patient is extremely impaired, and the rate of the patient's deterioration in order to accurately evaluate the benefits of the program (Deimling, 1991 (Deimling, /1992 .
In summary, the studies of respite care described here have greatly contributed to our understanding of service users, the factors that can foster utilization, and the impact that the service can have on caregiver well-being. However, they provide little information on what makes the programs attractive to some caregivers and not to others and how these factors may relate to the initial decision to use or continue with the service. Without this information, services are vulnerable to remaining underutilized Vol. 37, No. 4,1997 or being used only by particular groups of caregivers. The lack of understanding of the factors that make respite appealing to some and unappealing to others continues to undermine its role in the longterm care system. At the same time, further research on respite care's impact on caregiver well-being is required in order to appease critics and skeptics and more firmly substantiate its place as an interventive and preventative service.
To date, little is known about program nonusers or those stopping respite care and the ways in which these two groups compare to respite participants. Concomitantly, there are few available data on the reasons why persons decide either not to participate or begin respite programs and stop. Possible explanations for not using the service include hesitancy about having strangers in the home, worries about leaving the relative, and feeling unsure of the program's intentions or effects. Understanding the factors contributing to the decision to not use or to stop respite care is essential to ensure that programs are responsive to the needs and concerns of caregivers. Effective policy that can promote and expand respite depends upon such knowledge.
The goal of this study was to build upon this previous research and to add to our understanding of the factors related to the utilization of respite care. Specifically, the study focused on the following questions:
1. What factors are associated with the use of respite? 2. How do respite users compare with those not using and those stopping respite care? 3. What factors best predict respite use? 4. What effects does respite care have on service users?
Conceptual Model
As one purpose of the study was to explore the factors associated with the use of respite care, the behavioral model of health services utilization (Andersen & Newman, 1973 ) was used as a guiding model for the selection of variables. This model explains utilization as resulting from three sets of determining variables: (a) predisposing -those attributes that influence individuals to seek care, (b) enabling -factors that influence access to care, and (c) need -those factors pertaining to health status and functioning. The model has been widely used in predicting the use of health services by the elderly persons (Wolinsky, 1994) and also has been expanded to include characteristics of their informal caregivers (Bass & Noelker, 1987) . The model also has been employed in the examination of the use of respite services (Kosloski & Montgomery, 1995) .
Methods

Study Design and Sample
The findings presented in this article are based on interviews conducted in 1992 and 1993 with 228 caregivers accepted into Maryland's Alzheimers Demonstration Grant funded by the Health Resources and Services Administration (HRSA). The grant focused on increasing services among underserved populations in the state through financial reimbursement to caregivers that allowed them to purchase up to 164 hours per year of respite care at a maximum rate of $6.40 per hour. Criteria for acceptance into the program was that the caregiver's annual income was less than or equal to 150% of the state's median income adjusted to family size and medical certification that the relative had Alzheimer's disease or a related disorder (ADRD).
According to the guidelines of the grant, respite was defined as relief given to caregivers through inhome care provided by a trained worker, short stays in a nursing home, or day care. Each of these services was perceived as an intervention that could assist caregivers and help them to maintain the person with Alzheimer's disease in the community.
As distinct from other home care programs, the in-home respite workers had to have completed a 20-hour training course offered by the program that dealt specifically with the care of Alzheimer's patients. This requirement ensured a specific level of knowledge and skill in caring for these patients not necessarily present among other in-home providers. Families could select their own home care worker from lists of providers.
The nursing homes providing respite were those with whom the program had secured beds specifically for dementia patients. The periods of respite were usually four to five days. Similarly, the respite coordinator worked with local day care centers skilled in caring for dementia patients to ensure that places were available for program participants. Caregivers could use the respite funds for any of these programs.
Telephone interviews of approximately 40 minutes were conducted with each of the 228 caregivers accepted into the respite program, with completion of the interviews a requirement for acceptance. Followup interviews of all persons accepted, regardless of their utilization, were conducted 6 months later. This time frame would give caregivers adequate time to begin using the service and to become adjusted to it. As shown in other studies, 6 months is sufficient to document changes in both caregivers and their relatives (Deimling, 1991 (Deimling, /1992 Kosloski & Montgomery, 1993) . All interviews were conducted by trained persons familiar with the illness and skilled in talking with families.
Measures
Predisposing. -In the present study, predisposing factors include sociodemographic characteristics of the caregiver and impaired relative, length of time and hours spent caregiving, and the caregiver's relationship to the patient. Each of these variables reflects the degree of caregiver involvement and could also affect the caregiving experience and the propensity to use services. Spouses generally pro-vide more intense care than adult children and for longer periods of time and have been found to have a greater propensity to use respite care (Monahan, 1993) . Both caregiver gender and age have been associated with the use of respite (Lawton et al v 1991; Monahan, 1993) .
Enabling. -The enabling variables encompass those resources that could affect caregivers' access to respite care. In this study, these include their informal relationships with others who can provide both expressive support and instrumental assistance. The use of formal services and utilization of home care and day care are considered enabling factors as they represent the availability of these services in the community (Wolinsky, 1994) .
Two validated scales were used to assess the quality of the family relationships of the caregiver (Pearlin, Mullan, Semple, & Skaff, 1990) . The amount of conflict with the family regarding the care of the relative is composed of 4 items that measure the extent of disagreement that may exist (alpha = .80). An 8-item scale measuring caregivers' feelings of being understood, feeling close to people, having persons they can trust and confide in, and persons that they want to be with and who make them feel good was used to assess emotional support and help (alpha = .87). Responses on both scales ranged from 1 (no disagreement) to 4 (much disagreement).
Need. -Need variables have generally been the most poignant causes of services use. To use services, persons must perceive themselves as having needs that the services can meet. Care recipients' needs are those characteristics and behaviors that are particularly difficult for caregivers to manage. Previous studies have found high impairment levels related to nursing home placement and the use of respite services (Lawton et al v 1989; McFall & Miller, 1992) .
Caregiver need can also be a critical factor in the use of services. High levels of stress or burden resulting from caregiving have been associated with a desire for nursing home placement, institutionalization, and the use of respite (Cox & Verdieck, 1994; Lawton et al v 1991; McFall & Miller, 1992) .
The status of both the relative with dementia and the caregiver were used as measures of need. Cognitive functioning was measured through a scale consisting of 8 items assessing the relative's memory and ability to follow instructions, navigate around the house, speak, and recognize people. Responses ranged from 0 {not at all difficult) to 4 (can't do at all) (alpha = .86) (Pearlin et al., 1990 ). Behavioral problems were assessed through a 14-item scale (alpha = .79) that recorded the number of days in the past week that specific behaviors such as incontinence, keeping awake at night, hiding things, and following the caregiver around occurred. Responses ranged from 1 (no days) to 4 (5 or more days).
The ability of the relative's functioning with regard to the ADLs and instrumental activities of daily living (lADLs) was measured using 12 items from the Memory/Behavior Checklist (Zarit & Zarit, 1982) . These items assess the independence to dependence of the person in each task including bathing, toileting, dressing, moving in and out of chairs, eating, buying food, using the telephone, using transportation, cooking meals, taking medication, doing housework, and managing money. Responses range from 0 (no help needed) to 3 (totally dependent).
Care. -Several measures were used to describe the status of the caregiver at the time of application for respite. Burden, often reported as a negative outcome of caregiving, was measured through 6 items (Montgomery & Borgatta, 1989 ) that ask about the restrictions on activities and personal time experienced by the caregiver (alpha = .94). The psychological well-being of the caregivers was measured through the 6-item anxiety scale (alpha = .86) of the Brief Symptom Inventory (Derogatis, 1974) . Depression was measured with the Center for Epidemiological Studies-Depression Scale (Radloff, 1977) . The 20 items range from 0 to 3, with a score of 16 being the normal cut-off point for depression.
Caregiving can have positive outcomes for caregivers as it permits them to repay obligations to the care receiver, develop new skills, and feel personally enriched through their actions and relationships (Farran, Keane-Hagerty, Salloway, Kupferer, & Wilken, 1991) . Thus, a final measure of caregiver need was the extent to which caregivers felt that they had personally gained from the caregiving role. The measure of personal gain (alpha = .76) was composed of four items ranging from 1 (very much) to 4 (nof at all) on which caregivers rated their inner strengths, self-confidence, growth, and new learning (Skaff & Pearling, 1992) . Table 1 compares the respite users with program stoppers, and nonusers at the time of their application to the respite program. As indicated, just over half of those eligible, 54%, used the program for 6 months; 24% stopped using the service before 6 months; and 22% failed to use it at all after being accepted.
Results
Comparison of Respite Users, Stoppers, and Nonusers
The predisposing factors show that the vast majority of the caregivers applying for services were female and that the relationship of the caregiver was not associated with service use. However, race significantly (p < .001) distinguishes users from stoppers, with Whites more likely to stop using respite care than Blacks.
All three groups were extensively involved in caregiving, averaging over 121 hours per week and having been in the role for over 4 years. The mean age of the caregivers was 58 years, and the average level of education was 12 years. The mean age of the patients was 79.6 years. The majority, 61%, of caregivers were not employed. Note: Higher values indicate more negative score. *p < .05; **p < .01; ***p < .001.
Most caregivers, 68%, had informal help averaging 13.4 hours per week. Although caregivers appeared to be fairly satisfied with the assistance that the family gave to the relative, nonusers of the program were significantly (p < .05) more satisfied than users. All of the three groups tended to be satisfied with the extent of expressive support they received. Almost one-third of the caregivers used day care whereas just over one-quarter had home care services.
The need measures indicate no differences among the relative's status, with all three groups having moderate dysfunction in the ADLs, cognitive functioning, and behavior. However, differences do occur with regard to caregiver needs. Caregivers differed significantly in terms of their anxiety (p < .01), with users much less anxious than those stopping the program. Those stopping the program were also more depressed (p < .05) and experienced significantly less gain (p < .001) as an outcome of their caregiving. All three groups had very high levels of personal burden.
Reasons for Stopping Respite Care and for Not Using It
Fifty-five percent of the 123 persons who stopped using respite care did so because the relative was placed in a nursing home. Approximately one-third of those stopping had done so because of the death of the relative. Other reasons for stopping included another person becoming the caregiver, the relative moving, and finding that the program did not meet their needs.
The two most frequent reasons for not using the service given by the 50 nonusers were death of the relative (20%) or deciding that respite was not really needed (20%). Sixteen percent had not used the service because their relative was placed in a nursing home. Other reasons for not using the service were feeling uncomfortable with strangers in the home, having too many forms to complete, believing the program would be too upsetting for the relative, worrying about finances, or receiving services from another agency.
Almost half, 44%, of those not using the service felt that they would do so in the future, whereas 40% felt they would not and the remainder were unsure. Among the factors that would encourage caregivers to use respite care were that the relative needed more care, their own illness, receiving more financial assistance, and finding an appropriate worker.
Multivariate Analysis
In order to determine the factors best predicting which persons would be respite users, logistic regression was used to assess the relative importance of each of the potential factors. In the analysis, using or not using services were the only possible outcomes. The logistic coefficients indicate the direction and magnitude of an independent variable with the outcome measure. The odds ratios provide the odds of a given outcome occurring relative to each factor with all other variables constant. Odds above one indicate the percent increase in the odds for the event, whereas odds below one indicate the percent decrease in the odds. The Wald chi-square statistic measures the impact of each variable on respite use.
Variables entered into the model were those significant in the bivariate analysis in differentiating users from stoppers and nonusers. However, before entry into the model, tests for collinearity among potential predictors were conducted. In order to determine the actual impact of informal and formal supports on respite use, these measures were also entered into the equation. Table 2 presents the results of the logistic regression on respite use. The results indicate that only the need measures contribute to the use of the program. Thus, caregivers of the more cognitively disturbed relatives (p < .01) are most likely to be users. Caregivers who are the least anxious (p < .01) and those experiencing the greatest amount of personal burden (p < .05) are also more likely to use respite care. The model chi-square with all predictors was 28.40 for 11 degrees of freedom (p < .01).
Changes Between Time 1 and Time 2 for Program Users
The effects of the respite program on the 123 persons who had continued with the service for at least 6 months are displayed in Table 3 . The results indicate that the hours of informal help received each week significantly decreased (p < .01) with the use of respite care. At the same time, caregivers reported no changes in the way that the family cared for the relative or in feelings of support that they received from their relatives. Indicative of the deteriorating nature of the disease, both the ADLs (p < .01) and the cognitive status (p < .001) of the relative declined during the 6-month period. Notwithstanding these declines, it is important to note that caregivers felt the behavior of the relative improved during the 6-month period p The measures of caregiver status show no changes in caregivers' levels of anxiety or depression or in their sense of personal gain. Supportive of the findings of other studies, caregivers did report a significant decrease (p < .001) in their burden scores.
Discussion
The findings from this respite demonstration project reaffirm those of earlier studies that highlighted the difficulty of getting caregivers to commit to and remain in a respite program (Cwyther et al., 1990; Montgomery, 1988) . Even after completing detailed applications and being deemed eligible, just over half of the potential participants actually remained with the service for 6 months. As noted in Vol. 37, No. 4,1997 other demonstrations, coping with unmanageable demand is less of a problem than encouraging and maintaining participation. Building upon other descriptions of respite participants, the findings from this research indicate specific characteristics that may contribute to the decision to use the service and affect participants' motivation to stay.
As shown in the analysis, predisposing factors have little influence on persons becoming respite users. However, although race was not a significant predictor of use, the difference between White and Black caregivers, with Whites tending to stop using the program, warrants further investigation. Understanding the underlying reasons causing these persons to leave the program is essential if the service is to be appropriate to their needs. Further research with these caregivers that closely examines their motivations and the potential shortcomings of the program is critical for increasing utilization.
Consistent with the findings of other studies (Gwyther et al., 1990; Lawton et al., 1989) , caregivers are turning to respite late in their caregiving careers when the relative is already quite frail and cognitively impaired. Therefore, it is not surprising that the main reason for stopping the service is the institutionalization of the relative. Indeed, the greater anxiety and depression among those stopping the program suggests that the service is, in itself, insufficient to meet their needs or those of their relative. The level of depression among the stoppers, 18.2, is considerably higher than the normal cut-off point on the CES-D scale and suggests that the group is clinically depressed. Consequently, for many caregivers respite is unable to offer relief or prevent nursing home placement.
The importance of the caregiver's psychological status as related to respite utilization is further indicated in the multivariate analysis, which shows that the most anxious are unlikely to even begin using the service. Thus, it appears that a certain level of psychological health is required for persons to accept the program. Given that the most anxious may also be the most reluctant to have persons into the home or most concerned about leaving their relative, this finding is not surprising. It does, however, underscore the necessity of combining respite care with counseling that can strengthen the coping mechanisms of caregivers and their willingness to accept services.
The study's findings highlight the important influence of the need variables on respite use noted in other research (Lawton et al., 1991) . Poor cognitive status of the relative and greater caregiver burden did increase the likelihood that persons would begin using the service. At the same time, the results lend further support to those of other studies indicating that respite care has positive effects in relieving caregiver burden (Deimling, 1991 (Deimling, /1992 Kosloski & Montgomery, 1993) .
The needs of caregivers and their influence on utilization are also reflected in the rewards caregivers experience from caregiving. Caregivers stopping the service felt that they had gained little from caregiving. Although not a significant predictor of utilization, those stopping respite apparently perceive the caregiving relationship as much less rewarding than others. Without a sense of gain, caregivers are vulnerable to greater feelings of loss and suffering as a result of the relationship (Fallan et al., 1991) . This negative outcome further underscores the pressing issues confronting many caregivers that respite alone cannot meet.
To be most effective in offering this relief to those most in need, respite care should be combined with other types of interventions, such as mental health counseling and support groups, that can aid in reducing caregiver distress. As noted by Deimling (1991 Deimling ( /1992 , for those who are overwhelmed, respite care may be useful in providing them with the time to attend support groups or mental health services.
It is important to also note that almost half of those not using the service thought that they would do so in the future, probably when they felt a "stronger" need for it. The greater satisfaction of these nonusers with the assistance from relatives could reduce their present interest in respite. In addition, knowing that the program exists and that they are eligible for services may act as a significant support for these caregivers.
Neither the quantity or quality of informal assistance was predictive of respite use. However, in contrast to other research (Lawton et al., 1989) , which found no substitution of respite for informal care, the amount of informal help did decrease with the use of the service, suggesting that respite care may reduce the need for instrumental assistance. At the same time, the consistency of the qualitative nature of the support and the fact that caregivers felt their relatives remained involved in the care suggests that the loss of help does not negatively affect their relationships.
The results show the enabling factors as having very little effect on respite use. Approximately onethird of the applicants were using day care and nearly as many had home care to assist with the relative. Consequently, to a large extent, the program was reaching those already having access to the formal system. However, as neither service was associated with respite use, these services did not act as alternatives for the respite hours.
It is particularly noteworthy that although physical and cognitive functioning continued to decline in the 6-month period, caregivers reported significant improvement in their relative's behavior. Possible explanations for this change are that, given the relief offered by respite, caregivers felt better able to cope with their relative or that leaving the person with a trained respite worker, either at home or in a facility, may have actually altered the behavior. It is also possible that caregivers may have learned new skills from the respite workers that helped them to better manage the behavior. As disruptive behavior is frequently a precursor of nursing home placement (Cox & Verdieck, 1994; McFall& Miller, 1992) , this finding has major implications for the future development of respite programs. It suggests that respite care can have an impact on one of the most stressful aspects of caregiving. Certainly, this is an area where further research is warranted.
Finally, the results of this study suggest that many factors must be taken into account if respite care is going to assume a credible and significant role in long-term care. Among these factors are reaching caregivers earlier in the illness and offering, along with the respite, interventions that strengthen their psychological well-being. Respite must not be seen as a panacea relieving caregivers of all of the issues that they confront. With persons turning to the program when their relative is already quite impaired, the modest relief that respite can offer is, for many, "too little, too late." For some, their own impairment can preclude actual use. The short relief respite provides meets only one of the many needs of caregivers. To be most effective, programs must also address the many other frustrations and stresses often accompanying the caregiving experience.
